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CFAR 


his module captures exchanges organised between 

representatives of the media, positive networks and activists, 
on media response to HIV/AIDS, and how issues of concern to 
people living with HIV/AIDS, especially women, must be 
represented in mass media. In order to set a context to the 
discussion on reporting on HIV/AIDS issues, a sample of media 
coverage was monitored and analysed by the Centre for Advocacy 
and Research (CFAR). The analysis and, more, the discussions 
at the workshops designed specifically to arrive at the module, 
led to proposed norms. These emerged from exchanges between 
positive people, journalists and activists. 


This media practitioner’s tool aims to: 


* Enable any process of public communication on HIV/AIDS, 
especially media, to be more informed about and deepen 
sensitivities on language, style and content, especially in the 
context of gender. 


* Encourage HIV/AIDS activists, groups of people living with 
- HIV/AIDS and mediapersons te better appreciate each other's 
circumstances and challenges. 


* Share and present a process of dialogue between the different 
stakeholders so that it can be further sharpened and taken 
forward. 


Who is it primarily meant for? 


* Media practitioners 


* Media and communication experts 


* Groups involved in media advocacy; AIDS activists; networks of people living with 


HIV/AIDS 


* Statutory watchdog bodies such as the Press Council 
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PREFACE 


for the Dialogue 


.“A gender sensitive response to HIV/AIDS is 


about empowerment. In women’s relationships 
there are also issues of safety. The question 
that arises then is: Are women safe and equal 
in their relationships? 


“Women believe they are at least risk of HIV 
— at least women who perceive themselves as 
being in ‘stable’ marital relationships. Therefore, 
there is a growing need to inform women 
about their rights. This implies that we have to 
develop a suitable vocabulary on concerns 
relating to sexuality. 


“How does a mother transmit this knowledge 
to her child? There is no mechanism for 
providing information to children. Our 
socialisation inhibits any kind of acceptable 
language being developed and it is very 
important to address this.” 


Positive 
women’s call 
to media 


“Women, despite 
their suffering, are 
rarely able to 
express themselves 
and require a lot of 
support from 


media.” 
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* Women’s organisations 


* Human rights organisations 


HIV / AIDS and Gender Infoline 


Statistics, fact sheets, press releases on gender and HIV/AIDS have been annexed for general 


information on the issue. 


Positive women’s call to media 


“For an HIV positive person, the support from the media is very critical as it can break the 


barrier between the common people and people affected by HIV/AIDS. The media must realise 
that although fear ridden stories and reports will be read, these will not have a constructive 
effect. In many ways, such stories contribute and add to the stigma and discrimination that 


positive people are facing.” - é 


SES i ll 
All names of participants quoted have been omitted. Quotes used are seen as exchanges between 
ee. views of groups having different experiences with the concern and nat bd 
“ci vena bp sos i and media reports highlighted here, these have been used as 
* reap rs norms and styles of presenting news. As far as possible, therefore, 

i particular news report or outlet have been avoided 
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INTRODUCTION 


Media Sensitivity to Gender and HIV/AIDS: 
Setting the Context 


| [' order to set a context to the discussion and understand media priorities, strengths and 

challenges in reporting on HIV/AIDS, a sample of media coverage was monitored by 
CFAR. This sample (July-August 2002) comprised coverage of the International AIDS 
conference at Barcelona in July 2002. The findings are given below. 


Given that this was a high profile global event, presenting an opportunity for meaningful 


information dissemination, how did media respond to the occasion? 
The coverage of the conference put out three key messages: 


* Asia would be the future epicentre of the epidemic and within Asia, a country like India 
cannot afford to be complacent; 


* The need for greater commitment to reversing the HIV/AIDS epidemic by world leaders 
and politicians is pressing; and 


* There is need to upscale breakthroughs in medical research, drugs and vaccine. 


Whose were the main voices that emerged? 


Pegged on the three messages were high-powered communicators like Kofi Annan, Nelson 
Mandela and Bill Clinton. Since political galvanisation was the intention of the conference, 
the visible association of high-profile world leaders to these messages was essential to 
demonstrate global commitment. In the Indian context, Union Health Minister 
Shatrughan Sinha and former Prime Minister | K Gujral were the newsmakers. 


This high-profile event translated itself quantitatively into mass media coverage in which: 


¢ Almost 25 per cent of the clippings (45 of 200) focused on issues of care, drugs and 
the AIDS vaccine; 


* Powerful interest groups such as the pharmaceuticals and the corporate lobbies, vaccine 
and drug manufacturers had a strong presence; 


© In stories around care, almost half (20 of 45) were around clinical breakthroughs. Only 


six were activist-centred; and 


© Of 12 features and columns by Indian journalists reporting from Barcelona, only two 


quoted people directly affected by the problem. 
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INTRODUCTION 


Positive 
women's voices 


“Recently, a national daily quoted 
a politician as saying that HIV 
positive people should be isolated 
in order to control the further 
spread of the disease. This kind of 
writing is discriminatory towards 


- HIV positive people. 


“We understand the limitations of 
the media. But in the writing 
around HIV/AIDS, media should 
be sensitive, as for example in its 


treatment of this call to ‘ban’ — 
positive people. We don’t have any 


right to impose strictures on 


mediapersons or ask them to write 
in a particular way about HIV 


saying is that your writing has value 


_ for people living with HIV/AIDS 


The qualitative implications: What was missing? 


Media reportage did not give affected people the opportunity to voice their 
concerns. Conferences such as these give a lot of importance to the 
participation of activists and positive networks, therefore their presence at 
the conference and stark absence in its media coverage was noticeable. But 
in the media coverage, even on grounds of ensuring the right balance in 


any story, these voices were not included. 


The issue least covered was that of life after HIV/AIDS, about how people 
who are infected and affected are coping with the predicament. Even stories 
on care, drugs and vaccines did not give importance to treatment 
implications for people living with HIV/AIDS. While there was some effort 
to link the issue with societal implications, much of the reportage was 
clinical and technical, dealing with composition and clinical standards of 
drugs, etc. The rare human face that was reflected in the reportage, was 
through photographs of protest marches and candlelight vigils by activists. 
Visual depiction of positive people is a powerful instrument of sensitisation, 
but they were largely. reduced to mute testimonies. 


Even more telling is the very war-like terminology used. While headlines 
shouted ‘scourge’, ‘threat’, ‘menace’, ‘shock’, news reports and feature 
articles were splashed with terms like ‘explosive’, ‘deadliest’, ‘alarm’, ‘halting 
the march’. This kind of language has furthered the public association of 
HIV/AIDS with hopelessness, especially as seen by people who are directly 
affected by HIV/AIDS and facing the challenge on a day-to-day basis. 


Exploring the implications for norms and guidelines 


The absence of the human face, this ‘missing’ representation of people living with HIV/ 
AIDS, especially neglecting the concerns of women, together with the very war-like 
language used in stories, emphasised the need to revisit this issue. One major consequence 
of this missing human element is that once the event is over, the coverage also loses 
momentum and no distinct public memory is created. 


The analysis made it clear that media reporting on HIV/AIDS is not a concern that lends 
itself easily to norms and guidelines. There is need to forge new partnerships between the 
media, activists and positive networks. The only way to do this would be to dialogue, 
exchange and develop a process that facilitates sharing experiences. From this grew the idea 
of developing a manual with broad guidelines, the purpose being for stakeholder groups 
to sensitise each other about their different circumstantial and professional challenges. 
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FACILITATING A PARTNERSHIP: 

ENHANCING DiALOGuE AND «EXCHANGE 

ees WG MIALOGUE_AND «EXCHANGE 
Fa. of dialogue 


The process of dialogue involved Organising workshops, bringing together different 
stakeholders to strengthen media advocacy on the needs and concerns of women affected 


by HIV/AIDS. 


Two workshops on Gender and HIV/AIDS were held, bringing together young media 
practitioners reporting on public health issues, HIV/AIDS activists and women living with 
HIV/AIDS. The key objective was to strengthen dialogue and communication between 
these groups and to conclude with some operative and practical guidelines about how HIV/ 
AIDS issues must be framed in the media and the ethical norms to be adopted when writing 
about people living with HIV/AIDS, especially women. 


Why positive people, 
especially women, should be at the 
centre of this dialogue 


An Indian study (Bharat, 1996) found that although a majority of those who shared their 
HIV status with their families received care and support, it was largely men rather than 
women who qualified for such care. Forms of discrimination against women with HIV 
included being refused shelter; being denied a share of household property; being denied 
access to treatment and care; and being blamed for a husband's HIV diagnosis, specially 
when the diagnosis was made soon after marriage. Other factors influencing whether 
people received support and included the quality of past familial relationships, age, 
economic and educational status, and the apparent or suspected source of infection. 


Family responses to infected relatives are heavily influenced by community perceptions 
of the disease. Families that include an individual with HIV may fear isolation and 
ostracism within the community. Consequently, they may try to conceal an iad diagnosis, 
which in turn may cause considerable stress and depression within the fara. Bocuse 
most people living with HIV/AIDS in India maintain such secrecy, the epidemic is not 
socially visible. Given this secrecy and invisibility, it qr appear that there have been 
relatively few actual instances of community-based discriminatory responses. 


(From ‘India: HIV and AIDS-Related Discrimination, Stigmatisation and Denial’; Study by 
Shalini Bharat; UNAIDS; August 200!) 


INTRODUCTION 


A journalist speaks 
Imphal, gave the rationale on the need for media 


Agreeing with positive people's call to the media, a journalist from 
to have a gender perspective. 


“With targeted interventions, people tend to think it is only a certain section that is 
case of injecting drugs users (IDUs) in Manipur, people started looking into that group as 


neglected the fact that these users also have affected partners. 


activists often approached peo 


“Media must address the special vulnerability of women. When HIV/AIDS first appeared in India, 
ple who are drug addicts in the belief that they would ‘mend’ their ways if they were 


married. Many were compelled to marry by their families at a very young age. Most of th 
| behind wives and children who are facing acute vulnerability, unwanted by their families, and often involved in property 
disputes. This particular dimensions of this kind of vulnerability need to be understood, as also the fact that the 
vulnerability of women and children to HIV/AIDS increases in the face of an armed conflict.” 


‘high-risk’. For example, in the 
‘high risk’ and conveniently 


policy makers and 


e men have now died, leaving 


Activists’ narrations 


Voice of an activist from Chennai: “The AIDS epidemic has not addressed 
issues of male responsibility. The clients of sex workers often say, ‘l am paying 
for this, why should | worry about the women’s health’.” 


stigma. For example, people who have been infected through blood will be 
less prone to stigma. Women who have got it through their husbands state 


An activist from Bangalore: “The route of infection is also a parameter for 


this, so that they are not stigmatised. This increases the stigma on men.” - 


The first workshop held in Chennai 
(October 23, 2002) brought together 
18 participants from Bangalore, 
Chennai, Hyderabad, Mumbai and 
Pune. Participants included six 
journalists, eight representatives from 
positive networks (mostly women), 
three activists, and one representative 
from a State AIDS Control Society. 
(For list of participants, see Annexure 1). 


The second media workshop, held in 


Guwahati (December 6-7, 2002), had 19 participants from Guwahati, Imphal, Kolkata 
and Kohima. These included leaders from positive networks in Manipur and Nagaland, 
print journalists from Imphal and Guwahati, electronic journalists from Kolkata, and HIV/ 
AIDS activists from Guwahati, Imphal and Chennai. Media practitioners included the 
regional Assamese and Bangla press. (For list of participants, see Annexure 1). 


The workshops were designed to include substantive sessions conducted by technical 


experts, sharing of participants’ experiences, group exercises and collective discussion. The 


knowledge sessions became the base for initiating in-depth dialogues on issues around the 
stigma attached to HIV/AIDS and the human rights of vulnerable groups. There was 
discussion on who should be the spokespersons, and what kinds of research and resource 


data are required to constructively frame a story. 
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VOICING DIFFERENCES 


What Activists Say? 


Activists said their main areas of concern in interactions with the media are in: 


* Minimising and eliminating misinformation in the media: 


* Disseminating complex information in a media-friendly manner; and 


* Ensuring sustained media coverage, taking it beyond specific events. 


Need for building partnerships 


NGOs admitted that they had not been proactive in engaging with media as they lacked 
the confidence to do so. The journalists also acknowledged that along with the NGO, 
media has a role to play in addressing concerns regarding HIV/AIDS and that as part of 


civil society, its commitment is also needed. 


Key misgivings: Experiences of activists 


Participants felt that media tends to discuss issues of HIV/AIDS with an outsider’s lens. 
As one positive person said, “You dont see it as part of your problem. You see it as an issue 
for reporting. It is that human sensitivity we think is lacking (in most cases).” 


Activists said an insensitive journalist / interviewer could do 
- irreparable damage to the self-esteem of the person affected. 
Therefore, activists, NGOs as well as counsellors said they feel 
extremely wary of facilitating this interface between positive 


people and the media. 


HIV/AIDS activists pointed out examples of insensitive and 
factually incorrect media stories that cause mindless alarm and 
panic among the general population. Among these was a story 
from a Tamil newspaper which said that people living close to 
a crematorium where HIV positive people have been cremated 
are at risk of contracting HIV. 


On another occasion, a journalist wrote that there is a 70 percent 
chance of HIV/AIDS transmission from a positive mother to a 
child. The actual fact is that even without any preventive method, 


there is a 30 percent transmission chance. 


Positive people and activists expressed apprehension about 
inviting journalists with who they are not familiar, to their 


meetings. 
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Voicinc DIFFERENCES 


Misreporting and 
misunderstanding 


Sharing an experience, an activist from Andhra 
Pradesh said that a journalist's report created 
a lot of misunderstanding between the NGO 
and a slum community with which they were 
working. The newspaper report quoted a 
minister on high prevalence of HIV/AIDS in the 
slum. The community assumed that the 
journalist had been given this information from 
the NGO. They did not take kindly to this 
report and what they saw as further 
stigmatisation. “Any uninformed news reports 
can be a great setback to the process,” the 
activist remarked. 


As one journalist 
said, “The NGOs 
lack unity among 
themselves. They 

are often 
competing with 
each other to get 
greater attention 
from everyone, 
including media and 
from funding 
agencies.” 


Experience of journalists 


Journalists said that their main challenge in doing a news story on HIV/AIDS was to find 


a credible spokesperson. 


An even more difficult challenge journalists face is the complete lack of response to their 
reports. As one journalist said, “If J dont get a feedback to my story then I get the feeling 
that no one has read my story. My story is open for everyone to react to, talk about its pros 
and cons and not only when it creates a hue and cry.” 


They also said that civil society organisations do not access media to the extent they should. 
In the words of one media participant, “As a journalist I feel that media is a very powerful 
tool of public education and it is not being used. People who are affected by HIV/AIDS feel 
that media is not ready enough and they wish that it were more sensitive and prepared to do 
in-depth coverage. On the other hand, the feeling among the journalists is that Positive Groups 
and NGOs are not providing sufficiently up-to-date information, so how can we feature them 
or report about them?” 


Another major misconception that the media has to tackle, they said, is unrealistic 
expectations of the media. As a journalist said, “The activists expect us to know everything 
about AIDS and write accordingly. But it is not like that. We are dealing with many issues. 
We are also under pressure and caught up in day-to-day tasks. After all, we are in the business 
of collecting news. So if there is a newsbreak that day, it will get priority over an AIDS story “ 


Common Challenges 


HIV/AIDS and conflict 
Conflict is known to increase vulnerability to HIV/AIDS, especially of women. 


An activist from a women’s organisation in the Northeast cited a research finding from 
a recent study done by the organisation: “We found that because of conflict, the whole issue 
of gender and HIV/AIDS becomes even more pronounced. Ultimately, the whole community 
is affected by conflict. We came across women who were sexually harassed by Army raids in 
villages. They had no option but to run from the villages. Due to conflict, men in households 
have either disappeared or have been killed. This has increased the economic burden on women 
to keep the home fires burning. Women have been forced to resort to commercial sex for livelihood. 
They have no access to any kind of healthcare facilities. When we asked them about what they 
knew of HIV/AIDS, they replied they knew nothing. Also, because of conflict, young people have 


nothing to do. This has led to increased experimentation — drugs, taking up arms, and also 
sex.” 


Linkage with sex and drugs 


On the linkage between HIV/AIDS with sex and drugs, a woman activist working among 
drug users in Manipur echoed the popular opinion, when she said: “Society allows men 
greater liberty and is more tolerant of irresponsible behaviour from them. This is why substance 
abuse among men—drugs and alcohol ~ is so high. This is how they have got the virus. On 
the other hand, their women partners may know the HIV status of men but they are wattle 
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to say anything. Though these women may or may not be infected, people always suspect them 
to be. Why is it that there is so much stigma and discrimination against women living with 
HIVIAIDS? People tell us — ‘You are working for the cause of people who have been done for 
because they have had sex or they are taking drugs.’ One of the main concerns today is to ensure 
care and support to positive people, encourage a discussion about their lives and more critically 
see that care and support is made available for the vulnerable women.” 


Making HIV/AIDS a development and public health concern 


On making HIV/AIDS a development and a public health concern, a participant said: 
“When HIV/AIDS was first identified in India, it was reported among commercial sex workers, 
so people targeted that group and termed it as a high-risk group. In Manipur, when the blood 
samples of drug users were tested — during the early phase without their consent — it was found 
that many of them were positive, and suddenly everyone reacted violently and drug users began 
to get targeted. Again, there was a section of people in the ruling elite that saw it as an issue 
created by foreigners. In the initial years, the government and society were not willing to accept 
it as a development and a public health issue. The acceptance of HIV/AIDS as a development 
issue has been a major struggle for all concerned and the media can be hardly faulted for not 
doing enough. The entire social set-up has been so mixed up about the issue.” 
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VoicinG DIFFERENCES 


TACKLING LDIFFERENCES 


As the journalist 
described it: “It was 
a very pathetic 
situation, especially 
for the daughters of 
the sex workers. 
Some of the girls 
were as young as 
15. Although 
awareness of the 
risks was high, use 
of condoms was low. 
While 90 per cent 
knew about HIV/ 
AIDS and condom 
use, the awareness 
was not translated 
into action. NGOs 
working in the area 
had not addressed 
this vulnerability.” 
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Translating Perspective into Copy 


This involves two basic areas of work: 
* Framing the story: 
— Reporting on exploitation; and 
— Exposing violations, examining ethical issues. 
* Developing a consensus on an ethical code: 
— Protecting Baniidentiality to advance HIV/AIDS as a human-interest issue; and 


— Representation in media of life after HIV/AIDS — exploring broad norms and 
approaches. 


Framing the story 


Journalists see the main challenge as centred on how to frame a story dealing with gender 
and HIV/AIDS in a sensitive manner and, within the frame, how to deal with all the 
discrimination that women face without compromising on their dignity and self. 


Reporting on exploitation 


A journalist from a national daily in Chennai shared her experience of doing a story on 
Tamil women migrants involved in sex work in Mumbai. The journalist's main concern 
in framing the story arose from the fact that she found it compelling to reveal the kind 
of degradation to which the girls were exposed, without stigmatising them. The question 
she raised was: “How should I frame the story?” 


The response from the positive women was that the governing norm should be that with 
any story of exploitation, deal with it in a sensitive.manner from the eyes of the person 
affected and describe the circumstances and predicaments the women face. 


They said, “This is important because any intervention must build up a woman's own sense 


of self-esteem so that she can stand up for her rights. Media plays no small role in building 


self-esteem.” 


The evidence from the ground revealed that such an approach was very effective. In a study 
done in Sonagachi, Kolkata, where there have been effective interventions by NGOs to 
empower sex workers, it was found that when it comes to condom use, a sex worker's ability 
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Suggested norms 


It was felt that news reports around these issues could take 
on an alternative approach, such as: 


to negotiate with men is influenced by many factors. 
At the personal level, there is evidence that sex workers 
do not use condoms with trusted partners: intimacy 
implies trust, trust implies no condom. 


At the collective level it was found that support groups 
are a source of great strength — if a client is not 
following a norm, the women can collectively support 
each other and ensure that it is followed in the 
interests of their own safety. Forming a support group 
of male partners has also proved effective, and helped 
in raising male consciousness on these issues. 


Position the story from the perspective of the individual 
affected. Tell the story in a manner that it raises the 
person's self esteem as well as inform people about the 
issue in a non-judgemental way. 


Centrestage the male client to expose both the 
predicament and the nature of exploitation of women. 
To expand the issue of women’s rights, male responsibility 
has to be addressed. Attention must be drawn to the 
biased behaviour of the male client. 


Exposing Violations: 
Examining Ethical Issues 


A journalist from Bangalore said: “J came across a story 
of a 16-year-old girl who had been repeatedly raped by 
her father and later tested positive for HIV. The girl did not know what to do. She did not 
want to go back to her family, especially as the mother knew about the sexual exploitation by 
the father and was a silent observer. The NGO supporting the girl had no idea how to tackle 


the issue. 


“How must a story like this be framed, where the source of HIV infection is incest? Should 
we not expose this deed and inform people about the acute vulnerability of young girls 
in a so-called safe place, like home?” 


The journalist herself was shocked and outraged and determined to expose the violations. 

The group was equally outraged and it was agreed that there was a need to inform and 

educate people about domestic violence and the degree of vulnerability of young girls, even 
- within the home. 


The question that arose was how should the story be framed. 
The positive people's perspective was that: 


© The association of HIV/AIDS with incest, even in the rare case, would create a problem 
for them. The media must not increase stigma towards people living with HIV/ AIDS. 
They recommended that the journalist should delink the issue of HIV from incest, as 
this linkage would further erode their collective identity. Their plea was premised on 
the experience that as a group they were the least understood and the most 


misrepresented. 


» Even if a passing reference to HIV is made in the story (where the focus is on the 
incestuous violence), then this fact will get played up at the cost of all other aspects 
of the story. The fact that HIV/AIDS was transmitted in an incestuous relationship will 
be in the headline or opening frame of the story and prejudice readers. 


The question from the journalists was “But what about factual validity? By not mentioning 


. . had 
the HIV link, are we not concealing an important part of the story: 
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Suggested norms 


* As far as possible, avoid any immediate linkage of HIV/ 

AIDS with any negative association such as crime/ 
perversion, as it only reinforces the prejudice that HIV 
affects the immoral and sexually perverted. 


If the linkage is necessary, ensure that this does not get 
highlighted through’ the headline, blurbs, visuals or 
otherwise when the story finally appears in print. 


As the exchange got increasingly more exacting, It 
became clear that for different people different 
dimensions of the problem were more important. 


While journalists said the issue of incest required a 
candid and bold expose, others held that drawing 
attention to the result of the crime — HIV infection 
— would only aggravate problems for the girl as she 
would consequently face the stigma attached to both 
incest and HIV/AIDS. 


The solution finally offered was: 


Either keep HIV completely out of the story or expand the story such that the dimension 
of HIV infection diminishes in significance. 


It was recommended that if it was important to mention the HIV link in order to maintain 
factual consistency, the story must be done in two parts: First, focusing on the incest, with 
a follow-up on HIV transmission thfough incest, provided that media provided space for 


that. 


Positive people appealed to the media to avoid, as far as possible, any linkage of HIV with 
violative behavioural issues such as incest, as it would only reinforce the prejudiced view 
that HIV is a disease that inflicts the immoral and sexually perverted. 


Developing a Consensus on an Ethical Code 


Protecting confidentiality to advance HIV/AIDS as a human interest issue 


The positive women’s and activists’ concerns were that: 


The media must understand that women living with HIV/AIDS are in a very vulnerable 
situation. It must help them break free from it. It must project them as fighters by 
highlighting their struggle and in this way empower all women. 


Sensitivity is vital. Some journalists adopt a very insensitive approach. They come and 
start asking very personal questions; as one activist said: “We don’t know how to deal 
with such situations. We would like to co-operate with the media because visibility is 
important but at the same time we don’t want the positive individuals, especially the 
children living in our shelters, to get unduly exposed.” 


Confidentiality must be protected at all costs. This is even more important in the case 
of the visual medium and photographs. 


The journalists’ dilemma were centred on: 


e Ho ad ilo : ' 
reconcile the two distinct needs of sustained and inclusive coverage and 


maintaining a high degree of confidentiality. As one journalist said, “If we need to generate 
public awareness about the vulnerability of women living with and affected by HIV/AIDS 
then how do we tell the story without bringing in the individual experiences? We can do 
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human interest stories 


but on television if their identity has to be kept confidential and we 
have to mosaic their 


faces in the visual medium, it would reduce the impact.” 


The groundwork required of the media to guarantee both these needs while reporting 
on women living with HIV/AIDS, given these imperatives. What can the media do to 
create the necessary extent of confidence in the existing norms for fair coverage? Who 
should be the source of information about positive people? 


Whether the media should do its own investigative report or do mediapersons need to 
wait for the NGO to inform them about such reports. 


Why the need for strict confidentiality? 


An activist who has been leading a positive women’s network in Chennai said that although 
the positive women are aware of the need to provide a face to the issue, the terrible 
experiences of stigma and discrimination prevent them from disclosing their status. 
Describing her own experience, she said: “In the initial years my family was apprehensive 
about my revealing my status. That was the time when stigma was at its peak in Tamil Nadu 
and positive people were suspected of all kinds of aberrations. So I took great care when I went 
on television, they agreed to mosaic me and at the same time I sensitised the community, 


dialogued with them about these prejudices. This was in 1998-99. But soon after that I overcame 
these challenges.” 


Such experiences have impressed upon them the need to undertake the process “step-by- 
step”. 


It is in this context of extreme stigma and discrimination that the norm of strict 
confidentiality has to be examined. Media must ensure that confidentiality will be 
maintained at all costs and that no ‘scoop’ will tempt the journalist to break confidentiality. 


The only exception to this rule may be in the case of women who are office bearers in 
- organisations of positive people and who have taken public responsibility to be 
spokespersons for this issue. 


Paradoxically, the media has on occasion insisted on 
confidentiality where it was not necessary. Talking 
about this an activist stated that: ‘A leading weekly 
newsmagazine titled its cover story on HIV/AIDS ‘The 
Living Dead’. I was interviewed and photographed. I 
specifically told them that my photograph could be 


published. I have disclosed my status. But the magazine with it. 


Se 
“We need to 
prepare the entire 
community. It is not 
just enough for the 
NGO to come and 
volunteer some face, 
some name - it is all 
about getting the 
entire community 
ready. Any decision 
to reveal one’s 
status has to be 
strategised and 
there has to be 
preparation for it. 
Otherwise the 
backlash will make 
things worse for an 
unprepared 
individual.” 


Voices of positive people 


“Instead of asking us positive people about how we got 
HIV/AIDS, the media should ask us about how we are living 


insisted on silhouetting the picture because they wanted 
an HIV positive person to look like a victim rather than 
a woman living confidently.” 


Positive people emphasised that consistent norms on 
disclosure and consent need to be evolved. Principally, 


it was agreed that: 


i iality at 
* Journalists must protect complete confidentiality 


all costs. 


“Media projects a person living with HIV such that the 
image that emerges is helpless instead of being confident. 
Most people in positive networks work for || to 12 hours 
a day. It is very important to make people feel confident. 
Phrases like ‘death sentence’, ‘plague’, etc. must not be 
used. Being positive does not mean death. There is life 
after HIV. It is not just a matter of language. What emerge 
are extremely prejudicial images.” 


ns i 


[ee re oe ~~ | * Te must not be assumed that if a positive person 
| is willing to talk to the media and reveal her status, 


| Finally, rt Was agreed that that she is consenting to be identified. It is necessary 
the norm should be that that the individual be informed about the long-term 


implications of disclosure. 


* In case of one-on-one interviews with positive women, ae ; 
Blease do not probe about the source of t oe * An insensitive interviewer can cause irreparable 
For the positive person, this is an insensitive question damage to the self-esteem of the infected or affected 
that further erodes their self. The media must help to person being interviewed. 

: olga P his ee ce i. Rigo ed ° The identity of the affected person’s family 
and managed. members, residence, etc. needs to be concealed for the 
confidentiality to be genuine. As is done with reports 

about sexual crimes such as rape, where the identity 

of victim as well as perpetrator is concealed to protect the victim and ensure that s/ 

he cannot be identified, similar standards must be made to apply to stories relating to 

people living with HIV/AIDS. 
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REACHING A CONSENSUS 


Need for Appropriate Representation and 
Terminology 


The group was asked to look at different media stories — print as well as television — to 


analyse media reportage on the issue of women and HIV/AIDS, and identify strengths 
and gaps. 


All participants — journalists, activists, positive women — looked at the selected news 


clippings as lay readers/viewers, putting aside their professional caps or their personal 
commitments. 


Focus: What makes an inclusive representation? 


Example 1: News feature 
* ‘HIV Positive Women Defy the Virus’ 


This human interest print story in a national daily showcased 12 women living with HIV/ 
AIDS in Mumbai. They tested positive for HIV a decade ago but refused to accept it as 
a death sentence. They are leading normal lives. They have lost their husbands to AIDS. 
They are testimony to the fact that HIV-positive persons can live well and long, given the 
_ right support. Counselling, support groups and care by an NGO have played a major role 
in empowering them. The widows were candid about their husbands, who they believe 
passed on the virus to them. They believe it was not AIDS that led to their husbands’ 
early deaths, but their addiction to alcohol, gutka or cigarettes coupled with a careless 
_ attitude to medication and failing to adopt lifestyle changes. 


The article said these women were testimony to the fact even without anti-retroviral drugs, 
it is possible for positive people to lead productive lives, provided they receive care and 
support. One positive woman was quoted: “What kills people is the lack of hope, tension, 
the absence of family and social support and our economic plight. With all other illnesses, 
even TB or cancer, everyone wants to help and support. ‘HIV’, this one word makes 
everyone turn away. At this time, if you find even one person who can help you stand 


on your feet, you have a chance.” 
The story was realistic. It brought out the day-to-day challenges of positive women. 


There was a lot of effective messaging about lifestyle, right diet and the benefit of building 


support groups. 


en were projected with great dignity and helped to bring out a strong 


The fact that the wom 0 Om 
empowered individuals was seen 


representation of positive women as hopeful, courageous, 
as a strong example of inclusive reporting. 


The heading also conveyed a very positive message. 


The only jarring note in the story was the visual, which showed a woman sitting ‘In the 
jaws of death’. It was felt that the visual was contradictory to the story as it reflected passivity 
in the face of death while the story projected the women living a positive life despite all 
odds. An alternative suggestion for the visual was to have a chain of women holding hands 


to show their collective bond as a support mechanism. 


However, a small group felt that despite being so inclusive, as a report it could be 
misunderstood. At a time when women affected by HIV/AIDS are looking for a higher 
degree of care and support, there was an apprehension that it may be assumed from this 
that all positive women are getting this kind of support. The critical fact about the process 
that went into building this group of strong empowered women could be underestimated. 
The fact that the process was very intensive and required a high degree of commitment 
and support needs to come out more strongly so that right lessons are drawn from it. 


Example 2: Television story 


¢ A television story on prime time on a leading English news channel showcased an HIV 
positive woman from Assam. The first woman in the region to declare her status, the 
story focused on the stigma and discrimination she faced as landlords refused to give 
her a house on rent. The woman is an educated and upper-class woman, now working 
as an AIDS activist. She was infected through her husband who died of HIV/AIDS some 
years ago. She has also lost a daughter to AIDS. 


The story interviewed the woman, who emerged as strong and empowered, living with 
HIV with dignity. She was portrayed as someone conscious of her rights. The story was 
also hard hitting as it exposed the prejudiced attitude of a landlord, who was shown to 
be defensive on camera. He said the neighbours had protested and he had to give in to 
their pressure. A representative of the State AIDS Control Society was one of the voices 
on stigma around AIDS. The story showed that acting upon prejudices and expressing 
stigma was not acceptable. 


Positive women felt this kind of sensitive portrayal was extremely good. 


Although there was a lot of support for this form of coverage, a small group felt that the 
unnecessary use of lighting and close-angle shots of the protagonist created a feeling of 
‘artificiality’ and a sense that the representation was more dramatised than ‘real’. 


Example 3: Documentary film on homosexual male sex workers in Kolkata 


* Debolina’s Majumdar’s documentary film ‘Ki Katha Tahar Sathe...’ (Sh... Sh... Sthe)’] 
helped reinforce norms about how marginalised groups must be represented in the visual 
medium. The film on male sex workers explored their day-to-day lives with their 
families, community and partners and what it took to be sexually ‘different. An 
extremely unobtrusive camera captured the hopes, dreams, and way of life of two men, 
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as friends, partners and as individuals. Throughout the f 
was maintained and viewers were allowed to enter into 


lives and were privy to very personal sharing, 
inclusive and educative manner. 


Im, the dignity of the subject 
very intimate spaces of their 
captured on camera in a highly sensitive, 


The intention of the filmmaker was apparent. She said that through the fj 
trying to depict people with a different sexual orientation in as autobiogra 


as possible. As she explained it, “J don? think I have given a message or 
to give a message.” 


Im she was just 
Phical a manner 
I have the power 


The film was much appreciated for its sensitive portrayal of a highly marginalised group. 


The universal opinion was that at no stage did the frame turn voyeuristic in any way. 


Among the responses to the film was that: 


“It is really like a travelogue. Without passing any judgement, it gives an insight into a 
community which has increasingly been highlighted as a high-risk group. So it is about 
understanding their lives. The attempt was to focus was on how these people are living, 


who they are. I think the filmmaker has done a very good job.” 


Encouraged by the quality of the film, positive participants said that this kind of visual 
treatment using a primary narrative would work for a film on people living with HIV/ 
AIDS. The only imperative is that complete consent and Participation of the individuals 
are essential. 


Focus: What creates a ‘problematic’ representation? 


Example 1: News feature, print 


* A news feature on a case study on stigma in Andhra Pradesh, this said that ‘with death 
staring in her face’, a young woman abandoned by her family after she contracted AIDS 
has finally found support from neighbours and activists. She was a chirpy 23-year-old 
when she married. A few months later her husband fell seriously ill and was diagnosed 
as having AIDS. Her world fell apart. She decided to fight back, for, “after all, none 
of it was my fault.” She approached a local club for help, and found the members 
sympathised with her plight and assured her of help. They even took her in a small 


procession to her old house. 


Example 2: News feature, print 
* “Circle of Death in Hazaribagh’ 


The news feature dealt with migrant workers in Bihar getting infected in Mumbai and 
passing on the infection to their wives and children. The story dealt with the impact 
of AIDS on the community — women forced to live in seclusion; children refusing to 
meet their mother who was positive; ‘people fleeing’; businesses drying up as ee 
stopped coming to their shops for fear of contracting AIDS. The story caer Sg 
a government doctor had been advocating for urgent financial help to com : at the < mi 
through a mass awareness programme. An officer with the AIDS vane organis : 

refuted this statement and it was reported that he suspended the doctor for overstepping 


his official brief. 
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Foremost, no news report must exaggerate the tragedy or the public sympathy in any way. 


will not help to raise consciousness or educate people about HIV/ 


Such representation 
ed views, and 


AIDS. It will only create an emotional high, without creating any inform 
will only enhance the stigma attached to people living with HIV/AIDS. 


What makes these news reports problematic is the approach that has been used. It is 
assumed that only by portraying a very stark picture of the affected community is the media 


able to evoke the necessary degree of attention and support. 


The positive people find themselves waging a contradictory battle. At one level they realise 
the need to fight the denial and complacency in the attitude that looks at HIV/AIDS as 
‘someone else’s problem’ and at another level they need to reduce the fear and anxiety that 
the issues create. To be able to address both concerns, the positive people are convinced 
that the issue must be projected in as informed a manner as possible. 


They emphasised that such an approach requires a different style of reporting and a more 
sensitive use of language. It does not help to use clichés to contrast the status before and 
after infection. Terms like a ‘chirpy’ 23-year-old before HIV/AIDS, ‘with death staring in 
her face’ after being infected does not,educate anyone about the experience of women who 
are living with HIV/AIDS. Such unnecessary dramatisation and sensationalism should be 


avoided, they said. 


Even when describing a difficult experience, use of expressions like “abandoned”, “world 
fell apart” does not help in an understanding of the magnitude of the problem. Many of 
the dimensions of the experience need to be located in the specific violations that the 
various institutions and systems impose and inflict on people living with HIV/AIDS. 


Nor does it help to use expressions like ‘the country’s AIDS capital’, ‘severely afflicted by 
the curse’, ‘dreaded disease’, ‘counting remaining days’ to draw attention to the issue. Such 
expressions portray people living with HIV/AIDS as highly abject. The use of the phrase 
‘circle of death’ in the headline — further reinforces this kind of representation. 


Even constructive aspects of the story — such as the exposure of government inefficiency 
and ineptitude — do not make a constructive impact. 


Just by portraying a stark or a candid picture it should not be assumed that the media 
is playing a responsible role. In fact, both the Andhra Pradesh and Hazaribagh stories adopt 
a very problematic approach to the experience of life after HIV/AIDS. 


Example 3: News feature, television 


* A 15-year-old married woman in a village in Andhra Pradesh is declared HIV-positive 
after a single test, when actually three tests are needed. The girl, who needed surgery, 
was turned away by the government hospital after her positive status became known. 
Her father had no choice but to amputate her arm, which had turned septic, himself. 
The girl’s husband’s family rejected her. She said: “J am living under a tree. Nobody wants 
to come near me. How will I survive?” The girl’s mother was quoted as saying that the 
entire village came to know about the girl’s status and the family was now not being 
allowed to draw water from the well. The girl’s uncle was also quoted. 
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A State AIDS Control Society spokesperson said it was illegal — almost criminal — to 
give a person an HIV test result after a single test. Although informed consent, pre- 


and post-test counseling are mandatory according to government guidelines, a lot of 
the private clinics are flouting this. 


The voice-over said that about 10 
lives in the state of Andhra Prades 
a curse as the disease itself. 


per cent of the country’s HIV infected population 
h. The fear of the disease is proving to be as much 


The woman shown was shown with her face hidden, 


a picture of complete misery and 
desolation. The father was the main spokesperson o 


n her plight. 


What the story clearly brought out was the fact that the extent of stigma in rural parts 
of Andhra Pradesh, a State, which has areas of extremely high incidence of HIV, is cause 
for concern. It demonstrated that the peg of injustice to expose the grave situation was 


valid. The story was extremely powerful and certainly brought out the unacceptable 
standards of human rights in this State. 


What was worrying was that in the process of exposing the violation it compromised the 
depiction of the affected individual. The group, especially positive women among them, 
strongly felt that the helplessness and frustration in the body language had portrayed the 


woman as a mute victim. 


The counter argument was that because the depiction was so candid and stark, it bolstered 
the strong advocacy efforts, so much so that the Minister for Health in the concerned State 
was compelled to respond and redress the concern. The fact that the girl was subsequently 
allotted a house under the Indira Awaz Yojana and the Minister extended public support 
to her and the family was irrefutable proof that the coverage had succeeded in getting the 
much-needed response. 


Positive people agreed that drawing attention to the issue was fine and raising shock and 
' outrage did work on this occasion and yet the media had the option of creating the same 
set of responses with a different approach to the story. 
The media need not compromise on the dignity of the 
subject. 


Suggested norms 
It was pointed out that the story could have been for visual representation 


framed differently so that the woman was not the 


subject of the story. The subject of the story should se sia subject should not be compromised 
any ¢ 


have been medical negligence. 


Stories must not paint a picture of hopelessness and 
helplessness of positive people — no matter how horrific 
the situation the story must not compromise on the 
depiction of the affected people. 


Such a story needed to expose the callousness of the 
medical system. The doctor needed to be exposed and 
it was important to show the Health Ministry taking 
i This would 
some action against this callousness. ee ies | | 
ersure a proactive approach to the concern and bear Consent of the individual, in spirit and . letter, is 
testimony to the fact that the media had done a important, even more so in the visual medium. 


rigorous piece of work. 


sensitive.” 


Different voices 


“You used the word promiscuous for teenagers. | feel 
there is a middle class morality attached to this. It is 
important this we evolve a vocabulary. By labelling them 
‘promiscuous’ you are judging them even before you deal 
with them.” 


“There is need to evolve a more friendly language.” 


“This is not about being politically correct but about being 


Search for an Appropriate Terminology 


Media practitioners, most of who were reporters said it was extremely important that all 
professionals handling the copy be made aware of the sensitivities associated with specific 
words and terminology. Given the popular association of HIV with having sex outside of 
marriage or with more than one partner, in an attempt to give ‘catchy’ headlines, the desk 
often gives in to the temptation of using a oud’ word, often ruining the reporter's effort 


to carve out a well-meaning story. 


There was, for example, much debate on the use of the word ‘victim’ to describe a person 
living with HIV/AIDS. Positive groups said this was completely unacceptable as it created 
an image of helplessness. In search for a more appropriate word, it was felt that ‘positive 


people’ or ‘person/s living with HIV/AIDS’ was the most acceptable. 


+ Activists and positive persons suggested that as in the case ‘of rape, the word ‘survivor/s’ 
has been advocated — instead of ‘victim/s’ — and is now being used everywhere, this could 
be done also in the context of HIV/AIDS. 


¢ ‘Full-blown AIDS’ - 4 commonly used term — was said to be unacceptable. As 
participants said, “This word has now being removed all over the world except in India. 
There are ups and downs in the health of an HIV-positive person — it is cyclic in nature 
and does not always deteriorate. Good food, support from family, help persons living with 
HIV/AIDS.” 


* Similarly, they said, “Terms like terminal disease’ etc., are also not appropriate. ‘ 
e Attributes such as ‘promiscuous’ are highly judgemental and should be avoided. 


¢ Monogamous women, children, and also people who have got the infection through 
a non-sexual route, are often termed as ‘innocent victims’. This insinuates that the rest 
‘deserve’ it. 


« AIDS ‘patient’ is also wrong usage as people living with HIV are not always sick. 
¢ The term ‘AIDS positive’ is inaccurate, wrong and means nothing. 


e “Transferring AIDS’ is wrong usage of language; it 
should be ‘transmitting HIV infection’. 


Participating media practitioners, most of them 
reporters, said it is extremely important that all 
professionals handling copy be made aware of the 
sensitivities associated with specific words and 
terminology. Given the popular association of HIV 
with sex outside marriage / regular partners, in an 
attempt to give ‘catchy’ headlines, sub-editors often 
use sensational or ‘loud’ words. 
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Suggested norms 


Words with negative associations, unnecessary dramatisation, pity, must not be used 
to describe HIV/AIDS. 


Use of the word ‘victim’ for a person living with HIV/AIDS is not acceptable as it 


evokes pity and paints a picture of helplessness. ‘Positive person’ or ‘person living 
with HIV’ is acceptable. 


‘Full-blown AIDS’, ‘AIDS positive’ are factually incorrect terms. 


As far as possible, media stories must project people living with HIV/AIDS as people 
leading ‘normal’ lives as part of mainstream society. This will also help break the myth 
that only certain groups are pre-disposed. 


Headlines should not be sensational or ‘tabloid-like’. 


Sensitivity norms for reporting on HIV/AIDS must get incorporated in newspapers’ 
style-book so that all media practitioners are aware of the sensitivities related to HIV/ 
AIDS. This will help ensure that headlines, blurbs, captions, visuals in AIDS stories 
are not sensational and do not compromise the dignity of positive people. 


Journalists admitted: 


“The problem is people often don't read beyond the headline.” 
“There is pressure to give a ‘snazzy’ headline so that people sit up and take notice.” 


“I can't really expect a sub editor handling a copy on fashion alongside a story on HIV 
to understand the sensitivity that informs this issue. The awareness maybe there, but 
sensitivity has not reached that far.” 


“Sometimes, a passing mention of HIV in the story will appear in the blurb or headline. So 
we may have to work towards self-regulation and not succumb to sensationalism. We must create 
our own rules.” 


[| 
w 


SUGGESTED Norms AT A GLANCE | 


Framing the Story 


When reporting around women from marginalised groups (e.g., sex workers, drug-users) 
frame the story in a manner that it builds the self-esteem of the woman so that it 


empowers her to stand for her rights. 


As far as possible, avoid any immediate linkage of HIV/AIDS with any negative 
association such as crime/ perversion as it only reinforces the prejudice that HIV affects 
the immoral and sexually perverted. 


Confidentiality of women must be protected in all situations. An expression of consent 
cannot be taken at face value. Mediapersons, presumably aware of the consequences, 
should rather err on the side of caution and sensitively judge for themselves the social 
consequences — for both the interviewee and the community — of such disclosure. 


An interviewer must not probe route of infection as this creates another level of 
discrimination among people living with HIV/AIDS. The important thing is not how 
one got it but how one is living with it. 


Appropriate Terminology 


Words with negative associations, unnecessary drama, sympathy, must not be used to 


describe HIV/AIDS. 

Use of the word ‘victim’ for a person living with HIV/AIDS is not acceptable as it evokes 
sympathy and paints a picture of helplessness. ‘Positive person’ or ‘Person living with 
HIV/AIDS’ is acceptable. 

‘Full-blown AIDS’ is factually incorrect. 

As far as possible media stories must project people living with HIV/AIDS as people 
leading ‘normal’ lives as part of mainstream society. This will also help break the myth 


that only certain groups are vulnerable. 


The reporter must ensure sensitivity in headlines, blurbs, captions, and visuals. 
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Visual Representation of People Living with HIV/ 
AIDS (Photographs and Electronic Media) 


Dignity of subject cannot be compromised at any cost. 


Stories must not paint a picture of hopelessness and helplessness of positive people — 
no matter how horrific the situation, the story must present a balanced viewpoint. 


Consent of the individual is even more important in the visual medium. 


Suggested Guidelines to Activists for Building 
Partnerships with Media 


Give the journalist concise, relevant information packaged in a user-friendly way keeping 
in mind media's constraints on time. 


Well-packaged information helps correct information to go out. 


Always give media emergency contact details in case the journalist needs to counter check 


a fact after regular office hours. 


Follow-up on misinformation in the media through letter to the editor. Respond to 
articles in the press. 


NGO spokespersons must be careful to not reinforce public association of HIV/AIDS 
with extra-marital sex, multiple sexual partners and death. 
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EarlicR PRECEDENTS: EXPLORING 
Norms AND GUIDELINES FOR MEDIA 


ReporTING ON HIV/AIDS 


A. Existing Statutory Codes and Regulations 


1. Press Council of India Guidelines 


The Press Council guidelines on media reporting on HIV/AIDS, stipulate that: 


* Media must inform and. educate, not alarm or scare people. The emphasis must be on 
the fact that HIV infection can be prevented. The HIV virus, which does not survive 
for long outside a body, takes around 10 years to develop into AIDS. It is not spread 
by casual contact, hugging or kissing or through food or water or through insects. 


* Media must hammer home the point that AIDS through sexual transmission or blood 
transfusion can be prevented. Minimum precautions include use of condoms during 
sexual intercourse and of sterilising all instruments that pierce the skin, such as needles, 
and their prompt disposal after use. 


* Media must report every case pertaining to AIDS be it positive or negative. There must 
be constant liaison between the media and the medical profession to report on latest 
developments and research findings. 


Media must highlight and crusade against such practices as quarantining, isolation and 
ostracism of AIDS patients. Besides being an affront to human dignity, such practices 
will not help minimise HIV/AIDS infection, and are injurious to public health as they 
give a false sense of security to people outside the stigmatised group that the threat of 
infection has been removed and the need for precaution minimised. Also, such practices 
will drive the AIDS problem underground and make the campaign against the disease 


more difficult. 


Community education, supported by behavioural scientists and media experts using the 
latest techniques of mass education, has to play a crucial role in preventing this dreaded 
infection. Opinion builders of the society (political and religious leaders, movie and 
sports personalities, and other famous persons) must take the leadership in educating 
people about HIV/AIDS and about how to avoid contracting this infection. The 
innovative use of media and a positive attitude in reporting would go a long way in 
making the AIDS awareness campaign a success. 


Media must force the authorities to impose rigorous blood-testing norms for prostitutes 


and ‘professional’ women and issue periodical warnings to the public about areas where 
there is high incidence of AIDS. 
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Media must help the authorities in eliminating commercial blood collection and pre- 


testing of all blood donors for HIV and other diseases. 


Media must, as a rule, respect the right to privacy of HIV/AIDS patients and must not 
subject them to needless exposure and social stigma. 


Every mass medium must observe the terms specified in the final document of the 
international consultation on AIDS and human rights and promptly report the violation 


of such rights, protecting the basic human rights to life and liberty, privacy and freedom 
of movement. 


2. Convention on the Elimination of all Forms of Discrimination against 
Women (CEDAW) 


CEDAW, a human rights instrument that condemns discrimination against women, seeks 
protection for all marginalised groups of women. Therefore, though it does not specifically 
address women living with HIV/AIDS, the Convention also covers the issues confronting 
them. CEDAW norms also apply to how women are represented through mass media. 


CEDAW recommends: 


¢ In Article 2: States Parties condemn discrimination against women in all its forms, agree 
to pursue by all appropriate means and without delay a policy of eliminating 
discrimination against women and, to this end, undertake: 


—~ To embody the principle of the equality of men and women in their national 
constitutions or other appropriate legislation if not yet incorporated therein and to 
ensure, through law and other appropriate means, the practical realisation of this 
principle; 


— To adopt appropriate legislative and other measures, including sanctions where 
appropriate, prohibiting all discrimination against women; and 


— To establish legal protection of the rights of women on an equal basis with men and 
to ensure, through competent national tribunals and other public institutions, the 
effective protection of women against any act of discrimination. 


° In Article 5: States Parties shall take all appropriate measures: 


— To modify the social and cultural patterns of conduct of men and women, with a 
view to achieving the elimination of prejudices and customary and all other practices 
which are based on the idea of the inferiority or the superiority of either of the sexes 


or on stereotyped roles for men and women. 


B. Institutional and Civil Society Initiatives 


i. National Media Consultation (Conducted by UNDP and CFAR, June 2001!) 


or editors', senior journalists’ reporting 


The national consultation brought together seni Du eee 
dia, leaders of positive networks” an 


on HIV/AIDS in both print and electronic me 


ultation was aimed 
representatives of advocacy groups from across the country. The cons 


at providing a forum to reflect on media's response to the epidemic and related development 
issues. A study conducted by the Indian Network of Positive People (INP+, Chennai) laid 


the ground for the discussion. 


INP+ Study on Media Response to HIV/AIDS 


INP+, Chennai, conducted a study on the perception of positive people regarding media 
response to HIV/AIDS. This was based on selected media clippings comprising stories of 
discrimination against people living with HIV/AIDS and profiles of positive people. 


Presented by INP+ President Ashok Pillai,* the findings, among other things, showed that 
people living with HIV/AIDS believe that: 


* Media has created a negative stereotype of people living with HIV/AIDS. This has 
enhanced the stigmatisation of the disease and people living with it and led to more 


incidents of discrimination. 
i i i itals, th i Ipri ising discrimination.” 
* Media rarely investigates or exposes hospitals, the main culprits practising : 


* Stories of lynching can be extremely demoralising for a positive person, especially if the 
person has no support and no source of information other than media. In extreme cases, 
this may also lead to suicide attempts. 


* Media exaggerates stories, perhaps in order to make it ‘saleable’, often at high individual 
cost. 


* Media tends to be judgemental. Sharing his experience of doing a media interview, a 
positive man from Kerala said that the reporter had written that it was the man’s 
“promiscuity” that had led to his being HIV-infected and that he was now “paying for 


his sins”. 


* Media is guilty of some serious inaccuracies and misquoting interviewees. For example, 
a quote that said: “A caesarean delivery among positive women reduces risk of 
transmission to the baby,” was reported as: “All pregnant women opting for caesarean 
are at risk of getting HIV”. 


Media neglects issues of treatment. Reporters were found to be more interested in 
knowing how people got the infection and avoid issues of anti-retroviral treatment and 
the government stand on this. This, positive people said, is another kind of 
discrimination. 


Media has an important role in shaping public opinion. People living with HIV/AIDS 
said that positive stories about them continuing to lead normal lives and contributing 
to the community would impact public understanding of what it means to live with 
HIV/AIDS. Media could play an important role in shaping public understanding of 
HIV/AIDS, including the fact that it is not necessarily a death sentence. 


Positive people said public association of HIV infection with sex outside marriage/ regular 
partners is high and this contributes significantly to the stigma they face. 
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Media Viewpoint 


Editors acknowledged the need to invest in highly specialised reporting. They agreed that 
reporting on HIV/AIDS had been reduced to tokenism as with many other development 
issues. They said that the focus should be on the human dimension of the problem, looking 
at the epidemic through the eyes of those affected by HIV/AIDS. Even small successes 
in the fight against AIDS need to be highlighted, as this would serve to motivate people. 
They added that the HIV/AIDS issues give media the opportunity to explore social 
inequities and taboo subjects such as alternate sexuality and sexual exploitation of children. 


A participant working in electronic media said that definite norms need to be specified 
for the visual media. Television, especially regional channels, often ignore the right to 
privacy of people living with HIV/AIDS. Flashing visuals and personal details of people 
affected could aggravate their encounters with stigma. Sometimes, such reporting is in the 
misguided hope that it will help positive people. 


2. UNDP Regional Media Consultations 2000-2001 


As part of its strategy for advocacy involving the media, the UNDP Regional Project for 
HIV and Development facilitated media consultations in six participating countries 
Bangladesh, Bhutan, Nepal, Sri Lanka, Pakistan and India — in 2000-2001. The 
consultations were held after a six-month analysis of media reports on HIV/AIDS issues 
in each country. Journalists writing onthe issue discussed the challenges and constraints 


faced by them in particular and by media at large. 


Some of the constraints faced by the media, especially by journalists writing on HIV/AIDS, 
as highlighted during the consultations were identified as the: 


* Lack of a unified source of simple, credible, accurate and updated information on HIV/ 


AIDS issues, as well as on the social, economic, psychological and legal aspects of the 


epidemic; 


Paucity of information on HIV/AIDS as a development issue, and its linkages with 
developmental aspects of the countries; 


Absence of an ‘intermediary’ person or organisation linking the efforts and knowledge 
base of governments, NGOs and media persons covering HIV/AIDS issues; 


Stated and unstated government stipulations that hamper the coverage of HIV/AIDS 


at certain times in certain media; 


* Difficulties in getting access to people living with HIV/AIDS, which affects their 


representation in the media; 
iori air-time in media; 
* Low priority to HIV/AIDS in terms of space, prominence and 


* Lack of guidelines for media on how to deal with and present HIV/AIDS issues; 


cy level in some sections of the media; and 


* Lack of support by management at the poli 


* Inaccessibility of large parts of the population to the print media, as well as the difficulty 


i i ~ «ation in the electronic media. 
of creating effective communication in ¢ 


Recommendations for practising journalists included: 


Inspire public interest. Feature celebrities, positive stories and success stories of HIV/ 
AIDS related projects undertaken or awareness programmes that have led to behavioural 


change. 
Include people living with HIV/AIDS: Increase the human interest appeal of the coverage 


by involving participation of those affected by HIV/AIDS, especially young participants, 
and talking about programmes that have helped them change their behaviour. 


Avoid sensationalism: Avoid ‘stunning’ statistics as well as emphasis on the sexual aspects 
of the issue, or associating it with certain population groups. 


Expand discussion of HIV/AIDS to include its relevance to other current issues: Enlarge the 
scope of coverage and discussion by forming linkages of HIV/AIDS with current 
national or international trends and phenomena, which tend to get more media space. 


Maintain confidentiality: Find creative ways to build human interest in the story without 
breach of confidentiality and privacy of an HIV positive person. 


Ensure non-discriminatory reporting. Avoid allocating blame on any specific group or 
community. 


Steer clear of stereotypes: Question the stereotypical views of policy makers and decision 
makers, such as “premarital sex does not happen here” or “foreigners bring HIV here”. 


3. AIDS Reports: Investigating an Epidemic (Panos, UNESCO; 1999) 


The report gives tips for journalists covering AIDS, which stipulate, among others, that 
journalists should: 


* Avoid jargon; translate scientific terms into easy to understand language; 


* Simplify language and terminology, which does not mean sacrificing accuracy. Facts have 


to be stated clearly and accurately, especially regarding concepts such as ‘window period’, 
and the difference between HIV and AIDS; 


* Be clear about technical information. The virus and AIDS have complicated biological 


and medical characteristics. It is important to leave no room for confusion and be as 
clear as possible. Some facts, for example, are: 


— People with HIV can infect others from two weeks after contracting HIV until the rest 
of their lives. 


— An HIV positive person can feel and look healthy for five or more years. 
— There is no way to tell from appearance who is infected and who is not. 


— An HIV negative blood test is no proof of freedom from infection, since status can change 
within six weeks of the test. 


: * Be sensitive, not sensational: Correct mistaken beliefs by reminding people that HIV 
\_¢ 48 not spread through the air, by shaking hands, by insect bites or sharing the toilet. 
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‘Try not to use terms like ‘high risk groups’. Today, 
or truck drivers. Everyone who has unprotected se 


injections or blood or transfusions of blood 
causes AIDS. 


everyone is at risk, not just sex workers 
x — sex without a condom ~ or receives 
products is at risk of getting the virus that 


The report suggested some language pointers for correct usage of words, including using: 
* “HIV” instead of ‘AIDS virus’ — HIV is the virus that causes AIDS 

¢ ‘AIDS’ instead of ‘tull-blown AIDS’ — ‘full-blown’ is redundant 

‘Multiple sex partners’ instead of ‘promiscuous’ — ‘promiscuous’ is judgemental 
‘HIV test’ instead of ‘AIDS test’ — the test is for the virus and not for AIDS symptoms 
‘HIV+ person’ instead of ‘victim’ — ‘victim’ needlessly evokes pity 

* ‘Contract’ HIV instead of ‘catch’ AIDS — AIDS cannot be ‘caught’; and 


* ‘No cure’ instead of ‘killer disease’ — ‘killer’ spreads needless panic. 


! Nirmala Lakshman (7he Hindu, Chennai), Chandan Mitra (The Pioneer, Delhi), D N Bezbaruah (The 
Sentinel, Guwahati), Sathya Saran (Femina, Mumbai). 


;  Oindrila 
Kal j i inai (The Times of India, Mumbai), Oindri 
i Ti India, Delhi), Rupa Chinai ( ! 
Mukhe ae lh Kolkata), Vinod Varshney (Hindustan, Delhi), Shriram Shiddhaye 
e ; ' 
lenal Times, Mumbai), Uma Sudhir (NDTY, Hyderabad) 


3 Ashok Pillai (INP+, Chennai), Lilabanta Singh (MNP+, Manipur) 


‘ Ashok Pillai passed away in April 2002. 


i i blic hospitals denying admissy 
is, 1 ign led by a national daily against pu 
ce ae . in Delhi a in wide exposure of the problem. 
to an HIV infected person in Ve 


ANNEXURE I: 


Participants at Media Workshops at 
Chennai and Guwahati 


Media Workshop Oct 23 2002, Chennai 


Participant List 
1. Kavita Krishnan, Mid-Day, Mumbai 
. Celina D’Costa , NMP+, Pune - 
. Leena Rane, NMP+, Pune 
. Jhilam Roy Chowdhury, CCDT, Mumbai 
. Madhavi Shinde, CCDT, Mumbai 
. R Elango, KNP+, Bangalore 
- Saroja Kanchan, KNP+, Bangalore 
- KJ Pallavi, Prajavani, Bangalore 
. Sangeetha Nambiar, Deccan Herald, Bangalore 
. Thiagaraju, Deputy Director, APSACS, Hyderabad 
11. G V Satyavathi, Hyderabad 
12. P Srinivas, Nrityanjali Academy, Secunderabad 
13. Ramya Kannan, Hindu, Chennai 
14. Vani Doraiswamy, Indian Express, Chennai 
15. P Kousalya, PWN+, Chennai 
16. Padmaja, PWN+, Chennai 
17. Lavanya, PWN+, Chennai 
18. Geetha Venugopal, INP+, Chennai 
19. Dr Suniti Solomon, Director, YRG Care, Chennai 
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20. Lalitha Kumaramangalam, Activist, Chennai 
21. Dr Sheila, Gurukul Clinic, Chennai 


22. Dr Chandraprabha, Additional Project Director, TNSACS, Chennai 
23. Suneeta Dhar, UNIFEM 
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24. 
25. 


Akhila Sivadas, CFAR, New Delhi 
Sumita Thapar, CFAR, New Delhi 


Media Workshop Nov 6-7 2002, Guwahati 


Participant List 
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. Simanta Das, Mashwara, Guwahati 

. Samir Jyoti Mahanta, ASCED, Guwahati 

. Dilip Kumar Neogi, ASCED, Guwahati 

. Sabita Lahkar, Amar Axom, Guwahati 

. Samudragupta Kashyap, Indian Express, Guwahati 


Milan Datto, Anand Bazaar Patrika, Guwahati 


. Amarjit Langam, General Secretary, MNP+, Imphal 
. S Udita Devi, MNP+, Imphal 

. Ph. Naobi Devi, MNP+, Imphal 

10. 


Nutan Nongthonbam, Institute for Social Disease, Imphal 


. Nonibala Yengkhom, United Voluntary Youth Council, Imphal 
. Sushil Huidrom, Legal Lines HIV/AIDS Unit, Imphal 
. K Rabei Singh, Legal Lines HIV/AIDS Unit, Imphal 
. Chitra Ahanthem, Imphal Free Press, Imphal 

. Julie Subba, Imphal Free Press, Imphal 

. Yumnam Rupachandra, The Statesman, Imphal 

. Peshia Lam, President NMP+, Kohima 

. Mahua Santra, Tara News, Kolkata 

. Debalina Majumdar, Kolkata 

. P Kousalya, PWN+, Chennai 

. Akhila Sivadas, CFAR, New Delhi 

_ Anurita Pathak, North East Network, Guwahati 

. Anita Baruah, Guwahati 

. Sumita Thapar, CFAR, New Delhi 


NNEXURE_ II: 


Representative reports on women 
living with HIV/AIDS 


Journalists who were part of the consultations were encouraged to do stories 


around concerns of women living with HIV/AIDS. They were provided 
materials and information, contact details of spokespersons, and when 
required a travel grant. These are some sample clippings that emerged. 
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AIDS not confined to high risk groups 


By Ramya Kannan 


CHENNAI, NOV. 30. In expanding the Preven- 
tion of Mother to Child Transmission 
(PMTCT) of the HIV virus programme to 
cover all district headquarters hospitals and 
13 medical college hospitals, the State Gov- 
_ernment has drawn shadow facts into the 
limelight. It is now officially clear that the 
HIV infection is not confined to the ‘high 
risk’ groups, but is threatening entire 
communities. 

Sounding the red alert over this turn of 
events, the State has launched on a massive 
project targeting all pregnant women seek- 
ing treatment in government hospitals, 
spending Rs. 1 crore within the current 
year. “All child-bearing women who come 
to government hospitals will receive coun- 
selling, an option to test themselves for HIV 
and advice on safe sex and breastfeeding 
practices,” according to the Tamil Nadu 
State AIDS Control Society director, K. Dee- 
nabandu. Significantly, these women do 
not figure in the ‘high risk’ category, but are 
housewives who have contracted the infec- 


tion. Global statistics put the rate of trans- 
mission of the virus from mother to child at 
30 per cent. 


It is the measured success of the PMTCT 
experiment in three Chennai hospitals — 
Kasturba Gandhi Hospital, Institute of Ob- 
stetrics and Gynaecology(IOG) and RSRM 
Hospital — that has encouraged the exten- 
sion of the programme Statewide. The ex-, 
periment has shown that a good number of 
women coming for ante-natal check-ups 
have tested positive, though they do not 
come under the perceived high risk cate- 
gories. With a year’s trial of administering a 
single dose of the prophylactic drug — nev- 
arapine — to 53 mothers and children at 
the IOG, not a single child has contracted 
the virus so far, though the project is still a 
few months short of the 18-month window 
period. 

However, officials admit that follow-up 
has been difficult and not all children have 
been monitored once discharged. All 53 ba- 
bies born during the period tested negative 
48 hours after birth. 


Of these, only 37 were tested during the 
second month, 18 in the sixth month and 
one in the 12th month. The UNICEF project 
officer, V. Srilatha, who has been collab- 
orating with the State on the project, says 
follow-up has been difficult as parents are 
unwilling to be contacted fearing rejection 
by society. 

The UNICEF consultant, P. Kuganan- 
tham, says the focus has been on providing 
quality counselling to ‘couples’. The pro- 
gramme provides timely intervention, not 
only preventing transmission of HIV to chil- . 
dren, but also in warning young couples 
who test ‘negative’. 

nsidering the burgeoning numbers of 
a idly spreading infection, the pro- 
gramme should also absorb the concepts of 
providing quality care and awareness 
among youth, the UNICEF Tamil Nadu and 
Kerala representative, Tim Schaffter, sug- 
gests. TNSACS officials say the Government 
is looking at extending the project to all pri- 
mary and taluk level hospitals, incarporat- 
ing these aspects. 
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With AIDS deaths AIDS widows are also on the rise 
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By Julie Subba 
IMPHAL, Dec 23 : One of the 
most disturbing aspects of the 
HIV/AIDS epidemic in Manipur 
is the steady rise in the number 
of HIV-infected widows, and one 
of the most delicate problems for 
society is how to deal with them. 
Sources at the Hope Care 
Centre, Imphal, one of the few 
NGOs in the state dedicated 
entirely to HIV-positive widows, 
said since the opening of the 
centre ir. April 2001, scores of 
women. have flocked to it. These 
few brave women are however 
only the tip of the iceberg, for 
there must be hundreds who 
have not spoken up because of 
fear of discrimination and social 


stigma. 

The Hope Care Centre, spon- 
sored by the World Vision, 
Imphal centre under its Imphal 
Area Development Programme, 
actively works to help ensure 
that AIDS intervention and ser- 
vices fully meet the very spe- 
cific needs of the widows by im- 
parting skills through various 
training programmes, and help- 
ing these women manage their 
livelihood and face the future 
confidently 

Over 60 HIV positive women, 
mostly the widows of intrave- 
nous drug users, but including 
a Couple of commercial sex work- 
ers, have been helped by the 
centre, by providing traming in 


crafts such as flower making, 
cookery, tailoring, and wool knit- 
ting. The women are also pro- 
vided with a stipend during the 
training period. 

At the moment, 20 widows 
are undergoing training at the 
centre under the guidance of 
three instructors, among whom 
are two widows who had earlier 
been trained at the centre. 

The women here come from 
all backgrounds and ethnic 
groups, though Meiteis domi- 
nate. The age group is 18 to 37, 
and they predominantly hail from 
Imphal east and west, Thoubal 
and Churachandpur districts. 

Officials at the centre said 
that at the beginning, many of 


the women who registered here 
were reticent about their HIV- 
positive status, but when the 
question of medical support 
came up, more and more women 
began admitting they were in- 
fected. Medical support at mini- 
mum rate is given at regular 
basis, with health check-ups 
done quarterly 

Activities like group and in- 
dividual input sessions on HIV/ 
AIDS and STDs, drug abuse and 
its treatment, distribution of con- 
doms and syringes, input on 
safer sex, counselling, entertain- 
ment programmes are performed 
and a small library facility is 
available for the trainees 

There are signs of hape. The 
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trainees, through the fellowship 
and the regular counselling have 
been able to develop not only 
their knowledge and skills but 
also their spiritual lives also. 

Officials at the centre say the 
quality of their products is high 
and they have found a good 
market. A group of nine women 
have gone on to form a self- 
help group with some meagre 
financial assistance from: the 
centre. 

However, most of the young 
widows who have contracted 
the infection from their husbands 
still carry a greater burden of its 
impact, and Hope Care Centre 
remains only their substitute 
survival. 
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At the receiving end 


N HIV i 
66 ocr Me etal Ce | oba lly th ere were Status only during pregnancy and 


was revealed my 

husband forced 

me to give him 
divorce. As & young bride I had no 
idea about the implications of 
being HIV positive. So I gave him 


14,000 new 
infections per day be around 30 percent. This may 
in 2001. Women 


face the risk of giving birth to an 
infected child. The rate of mother 
to child trasmission is reported to 


take place during pregnancy, dur- 
ing the process of childbirth, or 
post-delivery through breast feed- 


divorce without asking any ques- constituted almost ing. The anti-HIV drugs especially 


tions,” says Neha. Though her 
face did not betray any emotion 
her voice was quivering with 
anguish at the injustice meted out 


It was indeed her husband who 
passed on the infection to her. 

She is not alone, there are 
many other women like her who 


50 percent of the 
newly infected 
to her. people. 
SANGEETHA 
NAMBIAR 


zidovudine, lamivudine and nevi- 

rapine just prior to and during 
delivery and continuing the 
same for the new-born, dra- 
matically reduces the risk 
of transmission from moth- 
er to child, Dr Solomon says. 
Post delivery avoiding of 
breast feeding may also 


have suffered injustice due to no reduce the risk of trans- 
fault of theirs. In most cases it is attends a mission. The tablet 
the husband who passes the infec- WoO rkshop nevirapine can _ be 


tion to her. But the woman is 


blamed for the illness and some- which focussed 
on strengthening 
advocacy on the 


times even thrown out of the 
house. Many more such cases 
came out in the open at a recent 
workshop held in Chennai by 


administered during 
labour. Available at Rs 20 
nevirapine is very cost-effective. 
Prevention 
Prevention of HIV and other 


Unifem in collaboration with the N@ed and concerns sexually transmitted diseases is 


Centre for Advocacy and Research 


paramount to those who want to 


(CFAR), New Delhi, and the Of Women affected stay healthy, even those already 


Positive Women’s’ Network, 
Chennai. 

According to Dr _ Suniti 
Solomon, who discovered the first 
case of HIV in the country in 1986, globally there 
were 14,000 new infections per day in 2001 of which 
95 percent cases were reported from developing 
countries. Women constituted almost 50 percent of 
the newly infected people. 

Today, HIV/AIDS represents one of the biggest 
emergencies and the greatest social, economic, and 
health crisis of modern times. The virus has many 
allies. Silence and denial have fuelled its transmis- 
sion. Poverty is another key ally. Those who can 
afford the costly treatments prolong their lives, 
while the world’s poor - the majority of whom are 
women - die in overwhelming numbers. One of the 
most significant challenges is the epidemic’s pro- 
found impact on the lives of women, whose lack of 
economic autonomy and low social status often 
render them powerless to reject risky behaviours 
or to negotiate the most basic precautions against 
the disease. 

The focus of the workshop was on strengthen- 
ing advocacy on need and concerns of women 
affected by HIV/AIDS through building partner- 
ships with media. It was a unique interaction 
between media practitioners and representatives 
from various networks of positive people and 
NGOs working with HIV/AIDS infected people. 


Transmission to children 


Since most HIV positive women are of child 
bearing age, the challenges for many women 
include the need to secure support, including foster 
care for their children. Some women discover their 


by HIV/AIDS 


infected with HIV. The need for 
protection does not cease after one 
becomes HIV infected. Reinfection 
through unprotected sexual 
encounters makes treatment of existing HIV dis- 
ease all the more difficult. 

There is no reason why individuals who are 
HIV-antibody-positive should not remain perfectly 
healthy, provided they take care of themselves. 
Sometimes people living with HIV/AIDS provide 
the most powerful messages against high-risk 
behaviour. Koushalya is a case in point. Coming 
from a well to do family in Tamil Nadu, she was liv- 
ing with her maternal aunt. At a very young age 
she was forcibly married off to a truck driver by 
her father. After sometime a test revealed that she 
was HIV positive. But this fact was hidden from her 
by her husband’s family. She came to know about 
her status later and also that her husband was 
already aware of his positive status before their 
marriage. She was disgusted and left her matrimo- 
nial home and started living with her aunt. She 
came to know that her husband’s family was trying 
to get him married again. But he died before they 
could do so. Instead of feeling bitter and getting 
defeated by the illness she decided to do something 
to help people like her and started the Positive 
Women’s Network in Chennai, a network compris- 
ing HIV positive women. 

It is heartening to note that women now are tak- 
ing a more active role choosing and insisting on 
safe sex in their relationships. Being safe does not 
mean losing intimacy. Being safe means staying 


alive. 
(Names have been to changed to protect their 


identity) 
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Self Help Groups for HIV Positive Women 


Need For Income Generating 
Scheme for Women AIDS Victim 


By: Salam Inaocha 


Imphal, March + - Even though there are provisions for giving quality medical care and social 
support in the policy, much is yet to be given to people living with HIV/AIDS in the interior parts of 
Manipur. Though several works on prevention and awareness have been taken up by different 
government and non-governmental agencies, nothing much has been achieved for those affected by 
the virus. 

According a 30-year-old positive woman in Chandel district, whose husband has been killed by 
the virus, despite doctors advice she still has to go to the hills for ;huming to support herself and her 
two children. “Sometimes, I think if I should look at easier options (prostitution) of earning money,” 
she said. She said they needed to be provided schemes to generate income. Another woman in a 
similar situation in Thoubal district, east of here, said her in-laws have usurped all property legally 
due to her. “They would not let me have the property to enable me support me and my two children,” 
she said. 1am considering going to the courts, she added. 

Apart from these women there are several other women whose husbands have been sole bread 
earners and they have now become bedridden because of the disease. These women have to now take 
on the onus of providing for the family. 

One such woman from Moreh said her husband used to be an auto driver. She now works as porter 
to maintain the entire burden of the family including providing for the medicine of her sick husband. 

But the dilemma for some who are involved with organisations like the MNP+, a NGO of people 
living with HIV/AIDS, is that they are viewed by their own family as people with loose character. 

There is need for all women self help groups to enable the women to work together to support 
themselves, said one woman. 

A functionary of MNP+ said they were not able to provide full support to these women. We have 
only been able to give them medicine free of cost. One major problem is that the family tends to hide 
these women to avoid societal gaze into the family. As most affected women are illiterate and come 
from poor backgrounds most of them live without getting the rights due to them. 

These women face three challenges - economic, societal and medical. Government must find a 
way to provide these women with vocational training and provide them funds to enable them 


survive. ; 
In Manipur most HIV positive people are between age group 20-40 years — the most productive 


age group. 
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Gender inequity in HIV/AIDS 


by Chitra Ahanthem. 


“We know there is a point in 


_ every country's AIDS crisis 


where the epidemic breaks out 
from especially vulnerable 
groups into the wider 
population. This is a critical 
moment of opportunity and 
danger. Unless we see national 
initiatives 
championed by the highest level 
of Government, the growth in 
infections can be unstoppable."- 
Dr. Go Harlem Brundtland, 
Director General of the World 
Health Organization (WHO) in 
a joint UNAIDS/WHO press 
release dated 26 November, 
2002. Dr. Brundtland goes on to 
state that "unsafe injecting drug 
use drives very rapid expansion 
of the epidemic but it does not 
take long before the sexual 
partners of injecting drug users 
become part of a steadily 
widening epidemic." 

The above _ statement 
assumes significance in context 
of Manipur where unsafe 
injecting drug use by way of 
sharing injecting equipments 
has become the major route of 
transmitting HIV. According to 
the latest epidemiological report 
of the Manipur State AIDS 
Control Society (MACS, Dec 
2002), 57.75% of the 10,762 
population of HIV positive 
people in Manipur are injecting 
drug users. At one point, the 
figure had reached more than 
80% of the total HIV population 
in the state. Present 


circumstances however depict a ‘ 


different picture which has got 
service providers in the HIV/ 
AIDS sector worried: the rising 
rates of HIV infection in women. 

The epidemic in the state is 
no longer confined to the 
injecting drug users but has 
spread to the female sexual 
partners of injecting drug users 
(IDUs) and their children. This 
IS not surprising as women are 
particularly vulnerable to 
infection to HIV and sexual 
tract infections because of 
biological and socio-cultural 
factors including economic, 
educational and legal 
discrimination and unequal 
gender relations. 

Going by the MACS report, 
there are only 2135 women who 


are HIV positive (19.84% of the 
total HIV+ population) but the 
figures belie the ground 
situation. Women, more often 
than not fail to take resort of 
the-few available health services 
due to a variety of reasons: 
gender inequity, lack of 
knowledge and negotiating 
power with their partners or 
family members and lack of 


‘financial independence. And 


when it comes to HIV/AIDS 
which is often, associated with 
one's morals, the fear of stigma 
and discrimination keeps 
women away from accessing. the 
various intervention/ 
prevention programs and other 
health related services 
facilitated by — various 
government and non 
government agencies. 
According to Noeleen 
Heyzer, Executive Director for 


_The UN Development Fund for 


Women (UNIFEM), "Gender 
inequality is at the heart of the 
epidemic, which today is our 
biggest threat to development. 
We must address power 
imbalances in every single 
policy, strategy and program 
related to prevention, treatment 
and care if we seriously want 
to tackle this global challenge. 
It is not simply a matter of 
justice and fairness. In this 
case, gender inequality is fatal." 
In Manipur however, out of a 
total 16 targeted interventions 
being implemented in the state, 
13 are for IDUs, 1 for Men 
Having Sex With Men, 1 for 
truckers and 1 for Commercial 
Sex Workers which show only 
too well the lack of attention 
being given to the HIV infected 
women population. 

Much of the existing 
intervention/ prevention programs 
in Manipur have been focused on 
IDU's while there is a dearth of 
services for addressing the needs 
of women who are infected/ 
affected/ afflicted with HIV/AIDS 
though service providers facilitate 
Self Help Groups (SHG) for 
widows of IDU's. 

Self Help Group (SHG)'s are 
ideally made up of 25 -30 
members and act as the only 
medium to reach out to this 
group. The members have a 


certain group dynamics 
amongst themselves: sharing 
felt needs and _ issues, 
networking with related 
agencies, trainings, discussions 
and small income generation 
schemes. Most HIV/AIDS 
related programs have SHG's for 
widows of IDU's but none for 
the spouses of current users. 
SHG members keep aside 
appointments for formal 
meetings. and discussions 
(mastly twice a month) ‘where 
they chalk out forthcoming 
activities and share concerns 
related to their health. Small 
amounts of money ranging from 
Rs. 10/- to 20/- are put in as a 


subscription fee at every. 


meeting which is put aside for 
buying medicines for any SHG 
member. 

Meme* of Women Care 
Group, a SHG formed though a 
project undertaken by Social 
Awareness Service Organization 
(SASO) says, "Even the 
formation of our SHG did not 
happen easily. Being a widow 
of an IDU, my in-laws did not 
really encourage me to go out 
of the house. I was scared 
myself, thinking over what 
others would say. When I 
realized there were others like 
me and that we should get 


together, if only to share our: 


problems, I came out." The 
Same scenario of family 
disapproval happened with 
almost NGO's at the inception 
level of their SHG's. To counter 
this, newly formed SHG's 
organized meetings at the 
houses of members by turns, 
making family members to 
attend them. This facilitated a 
better understanding and 
Support for the cause. 
Vocational trainings in the form 
of embroidery, wool knitting, 
block printing, tailoring, making 
preservatives, . decoration 
pieces, agarbatti (josh sticks) 
etc. are also provided to SHG's 
for their income generation. 
Suniti* a SHG member of 
‘Apunbana Pangalni’ (unity is 
strength) facilitated by the 
Integrated Women and Child 
Development Project Says, 


: "Besides the vocational trainings, 


we are given intensive training on 


treatment and care of HIV/AIDS 
infections. In a SHG, we feel 
empowered and strengthened in 
each other's company.” 

SHG's do give a sense of 
fellowship to its members who 
are mostly in their mid 20's to 
early 30's. with minimum skills, 
no financial independence, little 


education and sometimes total | | 


ignorance of their rights. 
Coupled with the stigma that 
comes attached to being widows 
of IDU's, the skills they pick up 
from vocational trainings are 
often the only means of incOme 
generation. Their main worry is 
however focused on their 
children regarding their 


. education, health and treatment. 
Says Tampha* a member of | 


Women Care Group, "My 
youngest son died recently after 
being infected but I am glad that 
my two elder sons were born 
before my husband became an 
IDU. I have not bothered to find 
out my HIV status as I have had 
some related infections. Why 
spend money on the test? My 
only concern is the future of my 
two sons." 

Renu* hailing from Kakching 
visiting the health clinic run by 
SASO says, "SHG's do not solve 
all our problems but improve 
things somewhat. There are 
many widows of IDU's in 
Kakching too and we are taking 
tips from the SHG here on how 
to form one." 

There is a drastic need to 
formulate and implement more 
comprehensive services for 
women. While it would be 
impossible for any government 
or non government agency to 
look into rehabilitating women 
affected/infected/afflicted by 
HIV/AIDS in terms of their 
health and economic status, the 
existing format of SHG's can be 
strengthened. Giving SHG 
members specialized vocational 
trainings and_ effective 
marketing of their finished 
outputs could go a 
considerable way in helping 
them. Skilled SHG members can 
also be absorbed as outreach 
workers and peer educators in 
existing programs which will 
render them more effective. 

(* Names changed) 
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ANNEXURE_ III: 


Statistics on HIV/AIDS 


Global Estimates of the HIV/AIDS epidemic, 


as of end 2002 


People newly infected with HIV in 2002 


Number of people living with HIV/AIDS 


in 2002 


AIDS deaths in 2002 


Total no. of AIDS deaths since the beginning 


of the epidemic until the end of 2001 


Total 
Adults © 
Women 


Children <15 years 


Total 
Adults 
Women 


Children <15 years 


Total 
Adults 
Women 


Children <15 years 


Total 
Adults 
Women 


Children <15 years 


To:al no. of AIDS orphans * since the beginning 


of the epidemic until the end of 2001 


5 Million 
4.2 Million 
2 Million 
800,000 


42 Million 
38.6 Million 
19.2 Million 
3.2 Million 


3.1 Million 
2.5 Million 
1.2 Million 
610,000 


21.8 Million 
17.5 Million 
9 Million 
4.3 Million 


14 Million 


| 


The number of adults and children infected with HIV during 2002 
Total of newly infected Adults © & 


Region 
Children with HIV 
Sub Saharan Africa 3.5 Million 
Asia and the Pacific 970 000 
Eastern Europe & Central Asia 250, 000 


Latin America and the Caribbean 210, 000 
The Middle East and North Africa 83, 000 


High-income countries 75, 500 


Notes 

* Defined as children who lost one or both parents to AIDS when they where under the age of 15. 

® Adults are defined as men and women aged 15-49. This age range captures those in their most 
sexually active years. 


All above estimates include all‘people with.HIV infection, whether or not they have developed symptoms 
of AIDS, alive at the end of 2002. 


Source: These figures are estimates at the end of 2002, published by UNAIDS in the AIDS Epidemic 
Update, December 2002 and UNAIDS ‘Report on the global HIV/AIDS Epidemic’, July 2002. http:// 


www.avert.org/worldstats.htm 
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Regional HIV/AIDS statistics 
December 2002 


Epidemic Adults and Adult @ 


Percent of Main mode(s) of 
started 


HIV- positive transmission * for 
adults who adults living with 
are women HIV/AIDS 


children living prevalence 
infected with rate* 
HIV/AIDS 


29.4 Million 


om i i ulation numbers 
* The proportion of adults (15 to 49 years of age) living with HIV/AIDS in 2001, using 2001 population n : 


* MSM (sexual transmission among men who have sex with men), IDU (transmission through injecting drug use), Hetero 
(Heterosexual transmission). 


; :, : e 
@ Adults are defined as men and women aged 15-49. This age range captures those in their most sexually active year 
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From the UNAIDS Factsheets 


Gender and HIV/AIDS 


While HIV/AIDS is a health issue, the epidemic is a gender issue. Statistics prove that 
both the spread and impact of HIV and AIDS is not random. It disproportionately affects 
women and adolescent girls who are socially, culturally, biologically and economically more 


vulnerable. 


The figures are alarming: 18.5 million of the 37 million adults (aged 15 to 49) living with 
HIV are women. In North Africa and the Middle East, 54 per cent of the HIV positive 
adults are women; in the Caribbean, the proportion has reached 52 per cent (Report on 
the Global HIV/AIDS Epidemic 2002, UNAIDS, July 2002). 


Globally, the incidence of HIV/AIDS among women has risen at a shocking rate. In 1997, 


41 per cent of HIV infected adults were women and this figure rose to 49.8 per cent in 
2001 (Report on the Global HIV/AIDS Epidemic 2002 UNAIDS, July 2002). 
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UNIFEM on gender and HIV/AIDS 


Women living with HIV/AIDS 


Gender roles and relations have a significant influence on the course and impact of the 
HIV/AIDS epidemic in every region of the world. If women had control over their bodies 
and were able to negotiate safe sex, the disease might not have reached such vast 
proportions. For instance, a Zambian study demonstrated that less than 25 percent of 
women believe that a married woman can refuse to have sex with her husband and only 
11 percent thought they could ask their husband to use a condom. 


“Gender inequality is at the heart of the epidemic, which today is our biggest threat to 
development,” said Noeleen Heyzer, Executive Director for UNIFEM. “We must address 
power imbalances in every single policy, strategy and programme related to prevention, 
treatment and care, if we seriously want to tackle this global challenge. It is not simply 
a matter of justice and fairness. In this case, gender inequality is fatal.” 


Teenage girls in Sub-Saharan Africa are infected at a rate 5 times greater than their male 
counterparts. By the-mid 1990s, more than 25 percent of sex workers in Indian cities had 
tested positive for HIV. In Mumbai, the prevalence rate among sex workers had reached 
71 percent in 1997. 


“The proportion of women living with HIV/AIDS has risen steadily in recent years,” said 
Dr Peter Piot, Executive Director of UNAIDS. “Today, young women in the developing 
world are twice as likely to be infected as men.” 


UNIFEM and UNAIDS have signed an agreement to work together to raise awareness 
about the role of power imbalances between women and men and the role of gender 
relations in HIV transmission. The organizations will also investigate the impact of HIV/ 
AIDS on both infected and affected women; the added burden of care imposed on women 


and girls; and the inequality in access to prevention, treatment, care and support. 
For more information, see: www.unifem.undp.org or www.unaids.org 


For more information on gender and HIV/AIDS, see: http://www.GenderandAIDS.org 
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